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Background: Copying letters involves generating an extra copy of all correspondence between healthcare professionals about the patient, to the
patient.
Aims: To determine if the letter content was meaningful to the patient and to establish patient perceptions of copying letters from outpatient clinic
visits.
Methods: To assess letter content, a copy of all outpatient clinic letters were collected during a one month period and each copy was assessed for
the use of plain English using the Drivel Defence software. To establish patient perceptions, patients completed a questionnaire relating to the
potential advantages and disadvantages of copying letters.
Results: Eighty letters were assessed for content. 77/80 (96.3%) of the letters had ≥50% of sentences with b20 words. The mean (SD) sentence
length was 15 (3) words. Abbreviations were minimal in most letters (71/80, 89%). Most letters explained the patient's clinical status in a
meaningful way (76/80, 95%). Fifty patients completed a questionnaire. The large majority (46/50, 92%) “strongly agreed" or “agreed" that they
felt more involved by receiving a copy. Most patients (48/50, 96%) would rather receive a copy with 40/50 (80%) reporting advantages.
Conclusion: Copying letters is well received amongst patients with CF, with numerous advantages and few disadvantages reported.
© 2008 Published by Elsevier B.V. on behalf of European Cystic Fibrosis Society.Keywords: Copying letters; Cystic fibrosis; Letter content; Perception of benefit1. Background
Copying letters involves generating an extra copy of all
correspondence between healthcare professionals about the
patient, to the patient. This initiative is underpinned by the
objectives set out in the NHS plan to involve patients in
decisions about their healthcare and by the Data Protection Act
(1998) which states that patients have the right to view any
information held about them [1,2].⁎ Corresponding author. Health and Rehabilitation Sciences Research
Institute, University of Ulster, Shore Road, Newtownabbey, Co. Antrim,
BT37 OQB, Northern Ireland, United Kingdom. Tel.: +44 02890368991; fax:
+44 02890368068.
E-mail address: jm.bradley@ulster.ac.uk (J.M. Bradley).
1569-1993/$ - see front matter © 2008 Published by Elsevier B.V. on behalf of Eu
doi:10.1016/j.jcf.2008.05.007Debate exists as to whether or not the letters should be
simplified for the patient. Organisations such as the Patient
Information Forum campaign to improve the way public bodies,
including the NHS, communicate with citizens highlighting that
the medical sector has a responsibility to make sure that all its
public information is accurate, clear and easy to understand [3].
Therefore when initiating a scheme to copy letters it is
imperative that patients are able to understand the content.
Studies investigating the benefits of copying letters to patients
have studied patient and health professionals' views. A review of
12 pilot projects funded by the Department of Health showed that
the evidence favoured copying letters, or at least offering copies to
patients. Patients felt more involved in their healthcare and more
satisfied when the letters were copied [4]. Other studies reported
that patients who received copies found them useful and had anropean Cystic Fibrosis Society.
Table 1
Patient perceived advantages of receiving a copy
Advantages No. of patients
Improved knowledge/understanding 15/40
Kept informed of health &/or treatments 15/40
More involved in own care 11/40
Keeping GP informed 7/40
Reminder of appointments &/or treatments 6/40
Better explanation for patient, friends and family 5/40
Highlighting areas for improvement 4/40
Personal record 4/40
Improved motivation 3/40
Provides a good summary of health 3/40
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process [5,6]. Some health professionals believed that copying
letters may also improve adherence with medical advice [6]. One
study however, found that copying letters to patients did not help
reduce non-attendance rates at outpatient departments [7]. Issues
of concern included consent, confidentiality, and the resource
implications of implementing such a scheme [4,8]. Although the
weight of available evidence favours copying letters no studies
have focused on CF. Therefore this initiative was implemented on
a pilot basis after outpatient clinic visits at the Adult CF Clinic,
Regional Respiratory Centre, Belfast City Hospital in February
2007.
2. Aim
To evaluate the impact of patients receiving copies of their
outpatient clinic letters. Within this aim there were two specific
objectives;
1. To determine if the letter content was meaningful to the
patient
2. To establish patient perceptions on receiving the letters.
3. Methods
3.1. Letter content
Copies of all outpatient clinic letters were collected during a
one month period (February–March 2007) (n=80). Each copy
was assessed for the use of plain English (plain English was
defined as something that the intended audience could read,
understand and act upon the first time they read it) using the
Drivel Defence software developed by Plain English campaign
[9]. This software assessed the length of sentences in each copy
calculating the number of sentences below and above 20 words.
The letters were not assessed using the “potential alternative
words” component of the Drivel Defence software as it was
deemed incompatible with the medical content of the sentences
in the letters. The letters were further assessed on three criteria.
• The minimal use of abbreviations (the minimal use of
abbreviations was defined as using b three abbreviations).
• The “meaningful” explanation of test results and clinical status.
The term “meaningful”was defined as a format that was easily
understandable to patients. Test results were inclusive of
investigations routinely carried out at outpatient clinic appoint-
ments e.g. lung function tests, auscultation, blood tests and
oxygen saturations. Clinical status was defined as a comment
on the patients' general health status.
• The date of the patient's next appointment.
3.2. Patient perceptions
During a four month period (September–December 2007) a
total of 61 people were approached and asked to complete a
questionnaire. In order to be able to complete the questionnaire,
participants must have received at least one copy of an outpatientclinic letter. Both outpatients and inpatientswere asked to complete
the questionnaire. Fifty patients completed the questionnaire on the
perceived advantages and disadvantages of receiving a copy of an
outpatient clinic letter. Eight people had not yet received a letter and
therefore could not complete the questionnaire and three people
declined to complete the questionnaire.
The questionnaire was developed by members of the research
team and consisted of six items. Patients were required to indicate
their level of agreement with the series of statements (on a five
point Likert scale ranging from strongly disagree to strongly
agree) relating to the effect receiving copies had on their
involvement in their healthcare, knowledge of their healthcare
and their understanding of the content of the copy. Participants
were also asked to answer three open questions relating to the
advantages and disadvantages of receiving a copy.
Patient perceptions were assessed independently of letter
content. Although there may have been some overlap in the
patients whose letters were assessed for content and those who
completed the patient perception questionnaire, the two groups
were not matched.
Data was entered into Statistical Packages for Social Sciences
(SPSS) and a descriptive analysis was performed.
This study was registered with the audit department at
Belfast Trust. Ethical approval was not required.
4. Results
4.1. Letter content
The results from the Drivel Defence analysis showed that 77/
80 (96%) of the letters had ≥50% of sentences with b20 words.
The mean (SD) sentence length was 15 words [3]. Abbreviations
were minimal in most letters (71/80, 89%). Abbreviations used
that may not be easily understood included FEV1, LFT, ABPA,
IgE, CRP and WCC.
The majority (76/80, 95%) of letters explained the patient's
clinical status in a way that was meaningful to the patient. 4/80
(5%) did not meet this criterion, for example “she is keeping
pretty well.” Lung function was mentioned in 53/80 letters. 52/
53 (98%) letters interpreted and explained lung function values
in a way that was understandable to patients. Only one did not,
for example “his lung function is down by 300 mls FEV1”.
Auscultation was mentioned in 26/80 letters. 25/26 (96%)
letters explained auscultation in a way that was understandable
Table 2
Patient perceived disadvantages of receiving a copy
Disadvantages No. of patients
Repeat of information from clinic 3/8
Complex medical terms 2/8
Privacy issues 2/8
Disheartening/scary to read 2/8
Letter coming late 1/8
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to the right side”; “on examination today her chest showed good
air entry and no added noises”. Only one did not, for example
“…a few scattered crepitations.”
Other measurements (e.g. bloods, oxygen saturations) were
less frequently reported in letters but when reported were not
always explained in a format that was meaningful.
The date of the patients next appointment was included in
77/80 (96%) of letters. Only 2/80 (4%) did not include this
detail.
4.2. Patient perceptions
47/50 (94%) “strongly agreed” or “agreed” that receiving the
copy was a “good thing”. 48/50 (96%) “strongly agreed” or
“agreed” that all the key issues covered at clinic were addressed
in the copy. The large majority (46/50, 92%) “strongly agreed”
or “agreed” that they felt more involved by receiving the copy of
the clinic summary. 44/50 (88%) patients “strongly agreed” or
“agreed” that receiving the copy of the summary helped to
improve their knowledge of their condition. Most patients (40/
50, 80%) “strongly agreed” or “agreed” that they understood all
the terms and abbreviations used in the copy.
Overall, the majority of patients (48/50, 96%) would rather
receive a copy; only 2/50 (4%) said that they would prefer not to
as they disagreed that the copy improved their knowledge or
made them feel more involved in their healthcare. One did not
understand the terms or abbreviations used in the copy.
Patients were given the opportunity to report both advan-
tages and disadvantages. 40/50 participants reported advantages
to receiving a copy. 33/40 reported N1 advantage. 8/50 reported
disadvantages. 2/8 reported N1 disadvantage. 7/50 did not
report either advantages or disadvantages to receiving a copy
(see Tables 1 and 2).
5. Discussion and conclusions
Assessment of letter content showed that the large majority
of clinic letters were well constructed, used appropriate
language, minimal abbreviations and included the patient's
clinical status and the date of the next appointment. Most
investigations carried out during the clinic visit were generally
explained in a way that was meaningful to the patient. The
results emphasise the importance of the use of plain English in
patient information. There is debate as to whether or not copies
of letters should be simplified for the patient. The guidelines
advise to avoid unnecessarily complex language, and subjectivestatements about the patient but state that it is important not to
compromise clinical accuracy in order to make the letter easier
to understand [10]. A balance is required between simplification
for the patient's understanding, and what is needed for the
primary purpose of a letter. In our unit we have done this by
compiling a results summary of this study and a glossary of
medical terms and abbreviations which was printed in an annual
newsletter. This practice could offer a possible solution to the
problem of patient confusion with medical terminology.
Patient confidentiality is an important consideration when
implementing a copying letters initiative. Breach of confidenti-
ality was highlighted as a potential disadvantage by a minority
of patients who participated in the study. To ensure patient
confidentiality, it is necessary to check patient addresses
when gaining consent and ensure the envelope is marked
“confidential". As this study included only adult views it does
not include the views of the paediatric or adolescent population
where issues of privacy may be more complex. After the age of
16, patients have the capacity to give consent but letters about
their healthcare including appointments, may not be addressed
directly to them until the age of 18. This may vary between
centres and is influenced by patient instruction. The time of
transfer over to adult care may have some influence on when
letters are first sent directly to the individual.
Copying letters was well received amongst patients with CF,
with numerous advantages and few disadvantages reported.
Most patients thought that all the key issues were covered and
felt better informed andmore involved in their healthcare with an
improved knowledge of their condition as a result of receiving a
copy. The large majority of patients stated that they would prefer
to receive the copy with only a small minority preferring not to.
These results support the existing literature on patient reported
benefits of receiving copies [4–6]. The Department of Health
Good Practice Guidelines (2003) provides guidance on issues
surrounding the implementation of a copying letters initiative
[10]. The guidelines highlight that consent to receive a copy
should be obtained before generating a letter. Based on the
results of this study and in order to ensure patients are not
receiving copies against their wishes, it may be necessary to raise
awareness of the service and offer an “opt out” option for
patients, prior to implementing the service. In our unit we have
done this by using a poster in the department, highlighting the
service to patients and offering the option to “opt out”. We also
intend to take patient consent at all annual review assessments.
This study only investigated patient perceptions on copying
letters following outpatient appointments. The value of copying
letters from all patient–clinician interactions including inpatient
and annual review appointments needs to be assessed in order to
determine the best package to provide to patients within the
resources available. Some consideration also needs to be given
to who the letter is sent to in the first instance, i.e. should the
letter be sent to the GP and copied to the patient or should it be
sent to the patient and copied to the GP. Current evidence on
health professionals views suggest that health professionals are
apprehensive about copying letters [4,6]. This is because of
concerns about information being misunderstood or unnecessa-
rily worrying patients when communicating information of a
514 K. Treacy et al. / Journal of Cystic Fibrosis 7 (2008) 511–514serious or sensitive nature. This study did not look at the views
or perceptions of health professionals but it is an important area
for future research.
Future studies investigating whether copying letters impacts on
treatment adherence, clinic attendance and general communica-
tion with the team in this population would be useful in further
justifying this service. For CF teams considering implementing
this service the following factors should be considered;
• Obtain consent from patients prior to initiating the service
• Minimise the use of medical terminology in copies
• Provide an explanation of test results and clinical status in
plain English
• Check the patients address at annual assessment and mark
the letter “confidential"
• Provide the opportunity for patients to query the content of the
letter and feedback on perceived advantages and disadvan-
tages of this service.
In conclusion, copying letters is a worthy development in
promoting good partnership between patients and the CF health
care team and ensuring patients are provided with high quality,
accurate information.References
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